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Background: Little is known about the modes and circumstances of death in adult patients with congenital heart disease (CHD). Specifically, 
where, when and how these patients die, has not yet been described. Therefore, the aim of this study was to assess circumstances of death in adults 
with CHD.
Methods: By reviewing medical records and additional information from treating cardiologists and general practitioners of all deaths recorded in a 
national registry of over 8,000 adults with CHD, we assessed the circumstances of death in this patient group.
Results: Of 8,395 patients, 231 (2.8%) died during a follow up period of 26,500 patient years. Mean age (± SD) at death was 49.3 years ±17.8; 
57% of the deceased patients were male. The urban distribution of deceased patients was comparable to the living population. Interestingly, 
patients in rural areas died more frequently out-of-hospital than in urban areas (55% versus 68%, p<0.05). Overall, death occurred in-hospital in 
over 60%. Furthermore, there was a marked seasonal variation in mortality observed, especially in the occurrence of cardiac mortality, with a nadir in 
summer (22%) and a peak in fall (33%). Sudden cardiovascular death occurred in nearly 40% of the patients, and most often out-of-hospital (62%). 
However, patients with non-sudden cardiovascular death died out-of-hospital in only 18%. Death usually occurred at rest, with only 7% of sudden 
cardiovascular death occurring during exercise.
Conclusions: In adults with congenital heart disease, seasonal variation in mortality is present, as also documented in other cardiovascular 
diseases. Death usually occurs at rest, with only 7% of sudden cardiovascular death occurring during exercise.
